MAs>. epee iT ACh 


UMASS/AMHERST 


GO ENT DOCUMENT- 
342066 0270 8054 1 CUMENT: 
a ae Cy SSR CALLECTION NTS 


JUN 14 1991 


Jniverc 
MVE rSivy Ui iiassachusetts 
“pOsitory Copy 


TAKING A STAND TOGETHER: 


ISSUES AND RECOMMENDATIONS FOR ACTION 


ON BEHALF OF PEOPLE WITH HIV AND OTHER DISABILITIES 


DECEMBER, 1990 


TO Jee 


MISSION STATEMENT 
The mission of the HIV/AIDS and Disability Network is to: 


o increase awareness among HIV and other disability service providers, persons with 
HIV infection and persons with other disabilities about the disability dimensions of 
HIV infection; including 


(a) strategies for preventing the virus; 

(b) accessing services; 

(c) combatting social discrimination; and | 

(d) promoting the individual's right to knowledge and choice about treatment 
options and self-determination; . 


o forge linkages between the HIV and other disability communities, among both 
consumers and professionals, emphasizing a coordinated, inter-agency approach to 
policy and program development; 


o advocate for policies and programs that respond effectively and sensitively to the needs 
of persons with HIV infection and other disabilities regardless of the individual's age, 
gender, lifestyle, disabling condition, race or ethnicity; the needs and rights of children, 
substance abusers and other groups should not be neglected; and 


O support and complement existing training resources to educate providers on the needs 
of persons with HIV infection who also experience a disabling condition. 
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for assistance with printing and disseminating this document. 
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NOTE: This position paper is available in large print and audiotape by 


calling 617-727-6374. 
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I. HISTORY AND BACKGROUND 


On April 29, 1989, the Massachusetts Developmental Disabilities Council voted to 
make the issue of HIV infection a priority for Federal Fiscal Year 1990 (10/1/89 - 
9/30/90), and agreed that the Council's Minority Outreach Committee should formulate 
recommendations for specific activities. Subsequently, the "AIDS Research 
Group” (a subcommittee of the Minority Outreach Committee) met over the summer 
and discussed the many issues relating to HIV and disabilities. The group recom- 
mended to the Council that it cosponsor a conference on HIV/AIDS and 
disabilities in the Spring of 1990. 


Council staff convened a larger conference planning committee which began meeting 
in early October. Members of this committee included representatives from the Mass. 
Dept. of Public Health, the Multi-cultural AIDS Coalition, the AIDS Action Committee, 
the Mass. Commission for the Blind, Boston Self Help Center, Northern Lights Alterna- 
tives, the Boston Living Center, the Mass. Coalition of Citizens with Disabilities and 
Children’s Hospital, among others. This uncommonly diverse group of consumers and 
professionals recognized the need for the HIV and disability communities to learn more 
about one another and become sensitized to their similar needs, as well as to identify 
common policy and program issues. 


After many intense meetings and numerous program drafts, over 150 people came 
together in Worcester, Massachusetts on May 15 and 16, 1990. By all accounts, 
"Building Alliances Within the HIV and Disability Communities” was a success, offering 
21 workshops and facilitating dialogue between persons with HIV infection 
and other disabilities. (A copy of the conference program can be found in Appendix I.) 


Original plans to host separate support groups for consumers from both communities 
were abandoned, when participants expressed a strong desire to meet together. That 
meeting was the genesis for an ongoing support group for persons with HIV and other 
disabilities which now meets twice monthly in the Boston area in an architecturally 
accessible space. 


The conference also generated wider waves of interest in the overlap of HIV and 
disabilities, and it was clear to the conference planners, by the time their conference 
planning was completed, that the larger task of building a coalition between the two 
communities was just beginning. 


Thus, the HIV/AIDS and Disability Network had its first official meeting on 
May 29, 1990 and has since ratified a mission statement (see flyleaf). Ongoing 
activities include: 


1) publication and dissemination of recommendations for action to policy 
makers and providers; 


2) sponsoring one or more consumer forums to further extend the dialogue 
begun at the May conference; and 


3) other activities. 


Membership in the Network, as in the conference planning committee, is diverse and 
includes providers and consumers from both communities. (See Appendix II for a list of 
current active members.) Network members hope that their efforts will enhance the 
sensitivity and capacity of the human services system to respond to all persons with 


disabilities, regardless of their age, gender, lifestyle, disabling condition, race or ethnicity. 


Membership in the Network is open to all interested persons. To join, contact the 
HIV/AIDS and Disability Network at 617-727-6374. 


—— 


II. CONFERENCE FINDINGS AND RECOMMENDATIONS 


A. Training/Education 


Issues: 


Many professionals approach caring for persons with HIV/AIDS and/or other 
disabilities with a bundle of contradictory emotions, facts and attitudes. This burden may, 
if not addressed, lead to poor service delivery, discrimination or patronization, and 
personal distress to all parties. 


Clear, up-to-date education combined with opportunities to explore one’s own 
attitudes and values towards disabilities can avoid these pitfalls. Consumer 
involvement and participation moves such training out of the abstract into the realities of 
life as experienced by people with HIV and other disabilities. Such involvement can also 
foster a greater understanding of the common needs and experiences of people with _ 
HIV/AIDS and other disabilities. 


Recommendations: 


1, Develop a policy to mandate cross-disability training to all 
medical/dental and social service providers, including information on 


medical and technical components of care 
identifying and addressing barriers to access 
how and when to make referrals 
confidentiality and other legal issues 
attitude assessment 


ae eee 


2. Increase capacity of disability service agencies to create, use and/or 
modify existing HIV training resources. 


3. Include disability awareness training in state-sponsored HIV training 
sessions. 


4. Establish consumer direction and participation at every level of 
educational and training development and implementation. 


Actions: 
The Network encourages all individuals, agencies and institutions to initiate 


and/or expand current training programs by incorporating all or appropriate 
portions of the following: 


Develop and implement an HIV/disabilities educational training 
program for ALL current employees and institute an orientation for all 
new employees. 


Provide a similar program of training and education for all client 
partners (traditional and non-traditional), family, and friends in those 
settings where they are involved in care. 


. Implement a consumer-controlled/provider focus group or community 


advisory board, to review all new or revised education, service, or activit 
plans. } 


Establish or renew relationships with public agencies serving those with 
disabilities and/or HIV that can offer technical training and skill 
building. 


Identify local, regional and statewide service and educational resources 
and encourage active staff participation in training activities. 


Create a user-friendly, consumer-oriented resource guide to services in 
collaboration with consumers. Develop the same materials in a format 
useful for case managers, advocates and service staff. 


B. Policy 


Issues: 


There is a need for aggressive strategies to end discrimination based on age, gender, 
lifestyle, disabling condition, race or ethnicity. Discrimination of this type 
must be dealt with effectively whenever and wherever it occurs. 


Recommendations: 


The Mass. Commission Against Discrimination (MCAD) whose mission is 
to investigate complaints of discrimination made by Mass. residents must 
assume a more active and visible role in addressing discrimination against 
people due to their disability and/or HIV status. 


Actions: 


Aly 


There must be a mandate to provide American Sign Language and other 
language interpreting services in all agencies serving persons with HIV 
and other disabilities. Effective strategies need to be developed to make 
interpreter services available for all persons who require them. 


2. The Executive Office of Human Services must ensure policies are imple- 


mented in all public and private human service agencies that guarantee 
access to AIDS education, testing and counseling for all 

persons with disabilities. These policies must address all areas of 
accessibility including physical, attitudinal, programmatic, cultural and 
communications accessibility. In this regard, it is noted that appropriate, 
sensitive materials and programs need to be developed for consumers with 
cognitive disabilities. 


C. Service Provision 
Issues: 


There needs to be better delivery and access to a range of services for people with 
HIV and other disabilities. There are particular voids in the areas of: education and 
treatment programs for substance abusers; independent, congregate, and other com- 
munity residential options for people who are HIV positive or who have other dis- 
abilities; and appropriate services for children and adolescents with HIV and other 
disabilities and their families. 


Recommendations: 


There must be more direct consumer involvement in design, delivery, and 
monitoring of services. 


Actions: 


1. Providers must be honest about what services they can offer and in what 
time frame. 


2. There needs to be support for culturally sensitive outreach into minority 
communities. 


3. There needs to be more peer counselling for persons with HIV and other 
- disabilities. 


4. Ongoing provider/staff development activities must include education by 
people with HIV, AIDS and other disabilities, which will enable 
professionals to better understand and respond to consumers’ needs and 
concerns. 


5. Providers must recognize and accommodate consumers’ traditional and 
non-traditional partnership relationships. 


D. Networking/Coordination 


Issues: 


There needs to be better coordinated service delivery to facilitate client access to 
services in a timely and effective manner. Presently, services are disconnected and at 
times not meeting the actual needs of the consumer. This is due to lack of accurate 
information given to the consumer and lack of follow-up by programs. 


Recommendations: 


Formation of a Committee for HIV/Disability under the Executive Office of 
Human Services to formulate and review policies that affect service 
availability, accessibility, and delivery by state and private agencies. A 
majority of committee members must be persons with HIV and other 
disabilities who have been active advocates for these issues. 


Actions: 


The committee recommended above should also work with other parties to 
implement the following: 


1. Centralize information concerning AIDS and disabilities at the Information 
Center (for Individuals with Disabilities). 


2. Provide ongoing training for service providers regarding benefits and services 
for people with HIV infection and other disabilities. Consumers must 
participate in providing this training. 


3. Publicize agency services and how clients can access them. (via health fairs, 
television, radio) 


4. Centralize and track HIV and disability cases and document which services 
are rendered and which needs remain unmet. 


5. Hold statewide hearings on the issue of HIV and disabilities. 


Ill. ETHICAL ISSUES 


Society's degree of moral or ethical commitment to persons experiencing HIV or 
other disabilities will depend a great deal upon people's overall feelings and attitudes 
toward caring for the sick in general. Helpful and compassionate attitudes need to be 
fostered by building bonds of cooperation and trust between the HIV community 
and other disability communities, and between these groups and society at large. 
Anything which destroys that trust will only harm the individuals most in need of care 
and support, and limit greater access to services. 


In the Commonwealth of Massachusetts especially, where allocation of public 
resources is being decided daily at the administrative level in government, it is important 
to remind the public and private sectors that any just society has an obligation to base 
these decisions on justice, not upon independent, autonomous and arbitrary bureaucratic 
fiat. 


We are all part of a human family. We must work to remove discrimination on — 
the one hand, and foster bonds of trust and cooperation on the other. Public actions to 
uphold civil rights must foster the common good for all, not splinter and alienate various 
segments of the population. The former breeds care and concern, the latter breeds 
contempt. 


IV. CONCLUSION: ACCESS REVISITED 


Any implementation of the recommendations and action steps listed above must 
be built on a strong understanding and commitment to access. What follows is a 
framework for understanding access in all of its dimensions, and some key questions that 
providers and policy makers must address to ensure that access is the cornerstone of an 
AIDS and disability agenda. 


In the disability world, “access” has historically been associated with overcoming 
physical barriers facing those who use wheelchairs and wish to use public transportation, 
public buildings, town and city sidewalks, and the like. 


However, access is becoming a more complex and important concept, moving 
beyond "bricks and mortar” concerns to a fuller awareness of what is required to make 
human services and community life truly inclusive. The challenge is: How to make our 
existing system sufficiently flexible and responsive to a broadening range of needs 
represented by an increasingly diverse citizenry. . . 


- A person whose native language is other than English goes into a clinic for 
health services where there are no interpreters. 


- A person with HIV wants to continue to work but cannot meet her medical 
expenses on her employer's insurance plan. 


- A substance abuser wants help can't get it, because there are impossibly long 
waiting lists for treatment programs. 


Each of these scenarios portrays why access is important, and the human cost of 
failing to provide it. When we consider access issues, we must not address only one 
area and ignore the others. The one we neglect may be the one which determines 7 
whether some individuals get the supports they need and to which they are entitled. ; 


Easy access to needed supports and services also enhances a person's self-esteem 
and dignity, at a time when both may be compromised by the presence of a disabling 
condition. | 


In determining whether access exists in various arenas, it is most helpful to ask 
practical questions, such as: 


o Will a person be treated fairly regardless of whether his/her disability is ; 
visible or hidden, and whether it is physical, neurological, cognitive, and/or 
psychological? (attitudinal access) 


o Can a person obtain basic necessities as additional supports and services s/he 
needs to have a good quality of life? (economic access) 


o Can a person find out about services and supports that would help and how to 
obtain them? (informational access) 


o Is a person able to use an existing service, given his/her social and cultural 
values, expectations, experience and disability? (functional access) 


o Are the proper technological and human resources present to enable a person 
to convey accurately his/her wants and receive needed information? Is the 
environment comfortable for those using it? (communications access) 


o Are resources (such as interpreters and translated materials) available so a 
person can communicate with care givers in his/her primary language? 
(linguistic access) 


o Can a person enter and use public facilities? (architectural access) 
o Can a person travel safely, independently, and easily? (transportation access) 


o Can a person obtain assistive technological devices to help him/her to live in- 
dependently? (technological access) 


It should be clear that all these aspects (and there are indeed more) are interre- 
lated; and that access in one arena may facilitate access in another. Conversely, lack of 
access in One area may totally prohibit access in other critical areas. 


When we are trying to create access we must also ask two questions: Will the 
planned accommodation for access accomplish its objective? And if so--will the services 
we are providing actually meet the consumers’ needs? 


Asking these two questions widens the scope of the discussion, forcing a confronta- 
tion with the fact that many of our mainstream services were created with the main- 
stream in mind. These attitudes must change. Although it may not be possible to create 
a New Service system for each unique group, custom tailored to every individual, 
modifications and flexibility within existing programs are possible. 


The recommendations in this report help define what is needed to create access 
for all persons with disabilities in the 1990s, particularly those who have HIV disease. 
Including a disability perspective in all aspects of program and policy development is 
essential to creating a network of compassionate supports and services which will 
benefit all community members. 
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V. APPENDICES 


. 


Appendix I:_ Conference Program 


"Building Alliances Within the HIV and Disability Communities” 


May 15 & 16, 1990 
Worcester Marriott Hotel, Worcester, Massachusetts 


TUESDAY, MAY 15 


8:30-10:45 
8:45-9:00 


9:00-10:30 


10:30-10:45 


10:45-12:30 


12:45-2:15: 


2:30-4:00 


Registration and Coffee 
Welcoming Remarks 
HIV/Disability 101: Providers’ Perspectives 


* Allen Crocker, MD, Director, Developmental Evaluation Clinic, 
Children’s Hospital 

*Robert Master, MD, Director, Community Medical Alliance 

Coordinator: Tania Garcia, Special Assistant to the Commissioner for 

Minority Affairs, Mass. Commission for the Blind 


Break 
HIV/Disability 101: Consumers’ Perspectives 


*Jim Fereira, psychotherapist & Scott Chase, AIDS Action Committee 
Speakers Bureau 

* Sharon and John Boyce, Pre-adoptive Parents 

*Denise Karuth, Director, Boston Self Help Center 

Coordinator: Denise Karuth 


Luncheon 

Defining Our Common Ground: A Dialogue 

* James (J.R.) McEvoy, Director, Boston Living Center 

* John Winske, Director, Mass. Coalition of Citizens with Disabilities 
Coordinator: Jo Bower, Associate Planner, Mass. Developmental 
Disabilities Council 

Workshops 


1. Entitlements: Access and Advocacy (for consumers) 


* Beverly Bajek, Director of the Home Care Assistance Program, 
Mass. Rehabilitation Commission 


12 


* Jim Brooks, Director, Boston Commission for Persons with 
Disabilities 

*Pat Freedman, Attorney, Disability Law Center 

* Mark Schueppert, Coordinator of Financial Advocacy, AIDS 
Action Committee 

Coordinator: John Winske 


Entitlements: Service Delivery (for providers/professionals) 


* Carolyn Fortuna, Independent Living Coordinator, Center for 
Living and Working 

* Gail Havelick, Social Policy Analyst, Mass. Department of Public 
Health 

* Winston Reed, AIDS Liaison, Disability Determination Services, 
Mass. Rehabilitation Commission 

Coordinator: Andrew Wicker, Coordinator of Case Management 

and Advocacy Services, AIDS Office, Mass. Department of Public 

Health 


Legal Rights [to be ASL interpreted] 


* Caroline Chang, Regional Manager, Office for Civil Rights, U.S. 
Dept. of Health and Human Services 

*Chris Wert, Attorney, Bowditch & Dewey 

Coordinator: Peter Chan, Branch Chief, Office for Civil Rights, US: 

Department of Health and Human Services 


Intervention and Prevention through the Educational System 


* Maurice Melchiono, Adolescent Outreach Coordinator, Children’s 
Hospital 

*Nancy Olin, AIDS and Health Educator for the Bureau of Student 
Development and Health, Mass. Department of Education 

*Dorothy Webman, Trieschman Center Associate 

Coordinator: Nancy Olin 


Women, Disabilities and HIV/AIDS 


* Maria Aguiar, Manager, Moms Project, Boston City Hospital 

* Wendy Bennett Alder, Boston Living Center 

*Dianna Christmas, Minority AIDS Educator/Coordinator, Dimock 
Community Health Center 

Coordinator: Amy Hasbrouck, Publications Director, Boston Center 

for Independent Living 


Neglect and Sexual Abuse 


4:30-7:00 


7:30-9:00 


WEDNESDAY, MAY 16 


Neglect and Sexual Abuse 


* Barbara Bullette, Director of Community Programs Against Sexual 
Assault, Roxbury Multi-Service Center 

* Alexander Flemming, Director, Disabled Persons’ Protection 
Commission 

*Ken Pontes, Director, Family Life Center, Mass. Department of 
Social Services 

*Katherine Sullivan, Clinical Therapist, Boston City Hospital Sexual 
Abuse Team 

Coordinator: Jane Stoleroff, Special Projects Coordinator, Mass. 

Department of Social Services 


Transmission and Universal Precautions 
* Stephen Draft, Day Program Director, Fernald State School 


*P. Clay Stephens, P.A., Community Medical Alliance 
Coordinator: P. Clay Stephens 


Reception/Social Time 


Support Group Meetings (optional) 


*Ted Karavidas, Director, Northern Lights Alternatives 
* Connie Panzarino, Therapist 


8:00-9:30 


9:30-11:00 


Registration & Coffee 


Workshops 


ile 


Access Workshop A: The ABCs of Access 


*Kathy Gips, Assistant Director for Community Services, Mass. 
Office of Handicapped Affairs 

* Michael LaPensee, Acting Director of Community Access, Training 
and Technological Services, Mass. Commission for the Deaf and 
Hard of Hearing 

Coordinator: Tania Garcia 


Providers’ Liability and Responsibility 


* Mary Clark, Associate Counsel, Mass. Medical Society 

*Rita Martin, AIDS Coordinator, Mass. Department of Mental 
Health 

*Dottie Mullen, Superintendent, Glavin Regional Center, Mass. 
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11:00-11:15 


Department of Mental Retardation 
* John Sakowicz, Director, AIDS Project Worcester 
Coordinator: Dottie Mullen 


. Families and HIV/AIDS/Disabilities 


* Poly Cobb, Parent 

* Joyce Rich, Parent 

*Geneva Woodruff, Director, Project STAR 

Coordinator: Ann Murphy, Director of Social Work, Developmental 
Evaluation Clinic, Children’s Hospital 


Early Identification, Testing and Positive Action 


Kevin Cranston, Mass. Department of Education 

Chris Keefe, Behavioral Resources Program Trainer, Mass. Center 
for Disease Control 

Coordinator: P. Clay Stephens 


Issues of Addiction for People with HIV and Other Disabilities 


* Candice Cason, Director, Women, Inc. 

*Deborah Chaplain,Counselor/Advocate/Educator, Dimock 
Community Health Substance Abuse Center, HIV Support Services 

* Robert Gumson, Program Coordinator, Independent Living 
Division, Mass. Rehabilitation Commission 7 

*Tom Morris, Consumer Representative, Boston Self Help Center 

Coordinator: Jo Bower 


Dealing with Loss 


*Tom Clark, Chaplain, Boston City Hospital 

* Allen Johnson, Ph.D., Director, Auburn Family Institute 
*Ita Wiener, LICSW, Boston Self Help Center 
Coordinator: Denise Karuth 


. Access for Underserved Populations | 


* Peter Chan 

*Francisco Cordero, Coordinator, Project ALAS, DEAF, Inc. 

* Marlene M. Iron Shell, RN, Nurse Educator, Indian Health 
Services 

Coordinator: Jackie Rodriguez, Developmental Disabilities Planner, 

Office of Disability Prevention, Mass. Department of Public Health 


Break 


Access Workshop B: How to Get What You Need from 
Community-Based Services 


* Sidney Borum, Boston Living Center 

*Paul Spooner, Community Development Coordinator, Indepen- 
dence Associates 

* John Winske 

Coordinator: John Winske 


Living with Multiple Disabilities 


*Sam Feliciano, Consumer 

* Denise Karuth 

* Jason Schneider, Client Services Manager, Community Medical 
Alliance 

Coordinator: Denise Karuth 


AIDS Prevention and Education with Cognitively Limited Con- 
stituencies 


*Stephen Brady, Ph.D., Associate Director of Community Programs, 
Dr. Solomon Carter Fuller Mental Health Center 

* Fay Flanary, Sexuality Coordinator, Belchertown State School 

Coordinator: Stephen Brady 


Survival Skills: Housing 


*Jane Alper, Attorney, Disability Law Center 

*Peter Medoff, Housing Resource Developer, AIDS Action 
Committee 

Coordinator: Joe Beckmann, Assistant Director, Boston Living 

Center 


Survival Skills: Employment 


* Warren McManus, Deputy Commissioner for Vocational Rehabilit- 
ation, Mass. Rehabilitation Commission 

*Ellen Renzetti, Paralegal, Cambridge and Somerville Legal 
Services 

*Paul Ross, Ed.D., Manager, AIDS Program Office, Digital 
Equipment Company 

* Richard Williams, Ph.D., Manager, AIDS Awareness Program, 
Polaroid Corporation 

* Worker with HIV Infection 

Coordinator: Jo Bower 


1:00-2:00 


2:00-3:00 
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6. Meeting the Challenge of Living Well 


*Ted Karavidas 
* Connie Panzarino 
Coordinator: Ted Karavidas 


7. Empowerment in the Face of Social Discrimination 


* Tania Garcia 

* Amy Hasbrouck 

* Rochelle Rollins, MPH, Research Director, Multi-cultural AIDS 
Coalition 

* Cooper Thompson, Coordinator, Campaign to End Homophobia 

Coordinator: Tania Garcia 


Buffet lunch 
Closing Plenary Session 
Next Steps and Future Directions 
* Matthew Fishman, Assistant Secretary for Health and Welfare, 
Executive Office of Human Services 
* John Chappell, Jr., Deputy Commissioner for Independent Living, 
Mass. Rehabilitation Commission 
* James (J.R.) McEvoy 
Celebrating Those Who Have Gone Before Us 


* Tom Clark 


Appendix II; Members of the HIV/AIDS and Disabili 


Beverly Bajek 

Jo Bower 

Allen Crocker, MD 
Sherry Dottin 
Patricia Driscoll 
Maureen Ferrara 
Deanna Forist 
Tania Garcia 
Steve Gelinas 
Adrienne Glen - 
Amy Hasbrouck 
Steven Isherwood 
Ted Karavidas 
Denise Karuth 
David Macy 

Rev. George McDermott 
Dottie Mullen 
Ann Murphy 
Mary O’Brien 
Rogera Robinson 
Rochelle Rollins 
Linda Shepherd 
P. Clay Stephens 
Jane Stoleroff 
Andrew Wicker 


Mass. Rehabilitation Commission 
Mass. Developmental Disabilities Council 
Children’s Hospital 

Mass. Developmental Disabilities Council 
Project WIN 

Boston Self-Help Center 

Boston City Hospital 

Mass. Commission for the Blind 
Consumer 

Consumer 

Boston Center for Independent Living 
Boston Living Center 

Northern Lights Alternatives 

Boston Self Help Center 

Consumer 

AIDS Project Worcester 

Mass. Dept. of Mental Retardation 
Children's Hospital 

Consumer 

Consumer 

Multi-cultural AIDS Coalition 

Mass. Dept. of Public Health 
Community Medical Alliance 

Mass. Dept. of Social Services 

Mass. Dept. of Public Health 
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